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Executive Summary

Senate Bill 449 was introduced at the 78th Oregon Legislative Assembly during the 2015
Regular Session for the purpose of creating a Commission for Deaf, Deaf-Blind, and Hard of
Hearing Services in the Department of Human Services (DHS). This Office would provide a
centralized location for members of the public as well as state agencies to obtain assistance to
ensure access for individuals who are Deaf, Deaf-Blind, and Hard of Hearing. The Ways and Means
committee concluded from the revised SB 449a that a community needs assessment was needed to
identify the social, health, and educational disparities experienced by the Deaf and Hard of Hearing
Communities, and $200,000 in General Funds was granted to the Department of Human Services to
support this effort. Western Oregon University’s (WOU) Regional Resource Center on Deafness
(RRCD) was awarded the contract as of May 1, 2016; with the final report due eight months later on
December 30, 2016. The contract required the use of surveys, focus groups, and key informant
interviews to collect data in nine domains across the state in a culturally appropriate and fully
accessible manner. The purpose of this project was to identify for DHS and the Legislature the
barriers that make it difficult for members of the Deaf, Deaf-Blind and Hard of Hearing communities
to successfully engage in social, educational, and health services and to make recommendations for
closing any gaps.

This study’s findings support the recommendation that a Commission, such as the one
proposed in Senate Bill 449a be funded. Options include expanding the current Oregon Deaf and
Hard of Hearing Services providing interpreter referrals into a program with administrator and
employees. Another option might be to fund a Commission through the Governor’s Office using
funding from the taxes on telephone subscribers as other states have done. Either way, the entity
could begin the process of addressing the needs of the diverse populations of Oregonians with
hearing loss.

The ability to communicate, to understand and to be understood, is the cornerstone of all
areas of human development. It may look different from person to person, but without it, everything
else is lost. Unfortunately, the general public’s perception of hearing loss is not well informed given
that untreated hearing loss has recently been discovered to be a public health crisis. The public’s
view of hearing loss is that it is something that one must just deal with, or is not that big of a deal
(people should just try harder), or that hearing aids and cochlear implants will completely alleviate
the problem prevents implementation of best practices. It is ill-advised to accept this status quo as a)
at some point much of the general public will also become individuals with hearing loss, and b) the
general public holds positions as gatekeepers to services, creating a number of access problems for
Deaf and hard of hearing individuals. Untreated hearing loss has recently been deemed to be a
public health crisis by the National Academy of Sciences (2016). The following is a summary of the
findings from surveys, key informant interviews, and focus groups that lead us to this conclusion:

1. The needs of individuals who are Deaf, hard of hearing, deaf-blind, or who have
additional disabilities are met in very different ways. The general public and service
providers alike often do not recognize this, resulting in a “one size should fit all” mindset.
This creates frustration and blame between consumers and service providers. When
gatekeepers do not respect the individual’'s communication needs, discrimination follows.




2. Throughout their lives, literally starting at birth, policies, legislation, enforcement, and
gatekeepers (or the lack thereof) impact whether or not Deaf and hard of hearing
Oregonians will have the opportunity to participate in their lives to their full potential.
Some examples of this include:

a.

Infant screening: many children are identified at birth with hearing loss because
of this important legislation, yet parents still struggle with decisions about the best
path for their child. Many do not feel they are provided the information they need
regarding communication options or how those needs may change along the way.
Indeed, they often must fight to get their children’s communication needs met, no
matter what the communication preference is.

Later detection: After birth, identifying hearing loss is much more difficult. It often
goes undetected for the years of the birth-to-five window of opportunity for
maximal language development. Hearing losses are often mistakenly diagnosed
as an attention deficit, developmental delay, or even purposeful bad behavior on
the part of the child.

Personal device coverage: Oregon law requires that if an insurance company
will cover a single cochlear implant for a child, it must cover bilateral implantation
if so advised. There is no similar requirement for hearing aids, which are
extremely costly, often from $5000-$7000 per pair.

Foster care: Oregon Child Welfare guidelines detail multiethnic placement, but
do not have a priority or policy for placing Deaf or hard of hearing children in
signing or otherwise hearing-loss aware families, further stressing the child and
creating an additional negative impact on the child’'s development.

Educational structure: The separate structures of Oregon’s educational system
for Deaf and hard of hearing children means that when a need for change in the
child’s educational delivery is recognized, it is slow to be implemented and further
precious time is lost. Other states, such as Arizona, offer multiple options in a
single location so that children move fluidly between programs as the need arises.
This eliminates the need for the child to fail in one system before being able to try
another, as well as the resulting toll this takes on the child and the family.
Options presented: The Oregon School for the Deaf is often presented to
parents as a ‘last resort,’ ignoring the value of Deaf and hard of hearing role
models and peers for developing children, and the expertise of the personnel
there.

Preschool policies: Legislation prevents the Oregon School for the Deaf from
holding preschool there (they are only able to serve ages 5 and older). Besides
providing needed educational intervention, this is a missed opportunity for
children and parents to interact with other families living with similar experiences.
Impact of Language delays: Language delays caused by these issues will follow
the individual throughout their lives, reducing educational opportunities, their
ability to get and keep jobs, and their earning potentials.

3. Acquired hearing loss, in older children and adults, presents its own challenges. Many
people begin their lives with ‘normal’ hearing, and at some point either gradually or
suddenly lose it. It is commonly believed that hearing loss is simply something people




must accept, that there is nothing that can be done for it. They withdraw from friends,
family, and other social stimulation that is vital to quality of life and maintaining mental
health. For others, it is not acceptance but a fact of life as they cannot afford hearing aids
and other technology that could help them stay involved and be thriving members of
society. That many people with hearing loss, even though they have seen medical
professionals about it, are unaware of the array of assistive listening, telecommunication,
and alerting devices that keep them active in their lives is unconscionable. Identifying this
population in order to inform them of the options available, such as the Public UC’s
Telecommunications Device Access Program and OVRS services can help them
maintain autonomy and quality of life.

4. Deaf and hard of hearing individuals with other disabilities, such as vision loss, cerebral
palsy, or other physical or health issues (i.e., DeafPlus) challenge systems that are set up
for consumers without hearing loss. Whether it is in a child or an adult service system,
most people do not have the training required to facilitate communication with these
individuals. Besides a (hearing) interpreter, an additional certified Deaf interpreter may be
required. Service providers need to understand basic orientation and mobility issues,
have insight into what the individual does and does not have access to through his or her
senses and how to accommodate this, and maintain respect for personal choice. While
most people do not have these skills, support services providers (SSPs) provide this
function as needed for individuals with hearing and vision loss or those who have
additional disabilities. They interpret, provide environmental and communication
information through touch, and help the individual stay connected and fully functioning in
their environment. In addition, they provide basic services like shopping assistance and
transportation. The state of Oregon must find a way to fund SSP services for these
individuals as this is a population that is least able to purchase this service for
themselves.

5. Access to mental health services practitioners who understand the cultural and
communication issues involved for all aspects of the Deaf and Hard of Hearing
Communities, and who can communicate directly with those consumers, is at a crisis
level. Whether it is for crisis counseling, everyday issues, or a psychiatric disability,
Oregon does not have the capacity to serve its Deaf and hard of hearing citizens who
need these services.

6. Many Deaf and hard of hearing individuals in Oregon who have lived with hearing loss for
majority of their lives earn less in wages or are unemployed. Financial barriers to
purchasing necessary equipment such as fire alarms with flashing lights is a significant
safety issue. High-speed internet or cell phones are critical to reach 9-1-1 emergency
services. The state of Oregon must find a way to fund safety related equipment and
telecommunication options for individuals with financial barriers.

American Sign Language, interpreters, an array of assistive technology, personal devices
such as hearing aids and cochlear implants, captioners and support service providers are key to
access for members of the Deaf, hard of hearing, deaf-blind, and DeafPlus communities. As the
above list of issues reveals, the challenges these individuals present to service providers who are
not familiar with their communication needs or culture are as complex as the solutions are
empowering.




Background of Needs Assessment

Senate Bill 449 was introduced at the 78th Oregon Legislative Assembly during the 2015
Regular Session, led by the Oregon Association of the Deaf. It was sponsored by Senator Laurie
Monnes Anderson and Representative David Gomberg (Chief Sponsors), and Senators Brian
Boquist and Elizabeth Steiner Hayward; and Representatives Lew Frederick and Barbara Smith
Warner (Regular Sponsors).

The bill would create an Office of Deaf, Deaf-Blind, and Hard of Hearing Services in the
Department of Human Services (DHS). The purpose of this Office would be to provide a centralized
location for members of the public and state agencies to obtain assistance to ensure access for
individuals who are Deaf, Deaf-Blind, DeafPlus, Hard of Hearing, and persons with hearing loss.
After some language changes, the Senate subcommittee hearing passed Senate Bill 449a, but it
was held in the Ways and Means committee. The Ways and Means committee concluded that a
community needs assessment was needed to identify the social, health, and educational disparities
experienced by the Deaf and Hard of Hearing Communities. The Legislature granted $200,000 in
General Funds to the DHS Aging and People with Disabilities Advocacy and Development Office to
support a project to collect data via a statewide Community-based Needs Assessment (CNA).

DHS published the Request for Proposals (RFP) in January 2016. The RFP specified that
the CNA data would be gathered via surveys, focus groups, and interviews with Oregon’s Deaf and
Hard of Hearing Communities, and that innovative, solutions-based responses were requested.
Proposals were due Feb 22. Western Oregon University’s (WOU) Regional Resource Center on
Deafness (RRCD) submitted a proposal and later progressed to Round 2, held in March. RRCD'’s
proposal was funded as of May 1, 2016; with the final report due eight months later on December
30, 2016. Funding for the project ends April 30, 2017. The total amount of the contract was
$199,993.

Study Requirements

The RFP included requirements related to research procedures and data to be collected.
This section reviews those requirements briefly.

Methods of Collecting and Reviewing Data

Definition of Population: The RFP section 2.2.2.5 defines the term Deaf Community as
“the entire diverse Deaf population, including people who are culturally D/deaf, DeafBlind, Deaf Plus,
Hard of Hearing, Late-deafened, hearing aid or cochlear implant users, and those experiencing
hearing loss”. However, this is hot how the term is used in the field of Deaf Studies; rather, the term
‘Deaf Community’ refers only to those individuals who identify as culturally Deaf. This report then
uses the term ‘Deaf and Hard of Hearing Communities’ in recognition of the distinct needs,
preferences, and perspectives of these groups, and uses procedures to ensure that the voices of all
groups are equally represented.

Survey or Questionnaire: The RFP requires the use of surveys or questionnaires to collect
information from the diverse community across the state. It does not specify the medium (e.g.,
paper, on-line).




Focus Groups: The RFP required that the contract recipient conduct a number of focus
group meetings to ensure data are collected from across the state from constituents of the Deaf and
Hard of Hearing Communities. The contract recipient was to “make every effort to identify individuals
from specific parts of the Deaf Community who may be disenfranchised and to reach these low
incidence populations to include their voice in the service needs.”

Key Informant Interviews: The goal of these interviews is to determine the challenges
public entities face and their satisfaction with the services the entities have been able to provide.
Key informant interviews complement the focus groups. Specifically key informant interviews will be
conducted with 1) members of the Deaf and Hard of Hearing Communities who are not well
represented in the focus groups, and 2) state, county, city, and other personnel involved in the
following service domains: Employment, health, mental health, alcohol and drug services, education,
housing, transportation, police, fire, courts/legal, and other state, county, or city services.

Community Advisory Board: The RFP requires the contract recipient to develop and work
with a Community Advisory Board (CAB), made up of diverse representatives of the Deaf and Hard
of Hearing Communities to inform qualitative data analysis; to assist in interpretation and evaluation
of data; and to review the processes to ensure the Deaf and Hard of Hearing Communities are being
well sampled. The cost for providing accommodations is included in the budget proposal.

Domains: Nine domains or settings are identified in the RFP. For the purposes of this
report, these domains are grouped by: 1) Education, 2) Employment, 3) Socioeconomic identifiers
(i.e., Household Income, Safe Housing, Transportation), 4) Access to services (i.e., State, County,
City Services; Emergency Responders; the Legal System), and 5) Quality of Life (i.e., health and
mental health services, abuse, alcohol and drug treatment).

Cultural Competence: Finally, the RFP required that the recipient of this contract must
exhibit cultural competence in the way the data are collected and reported. As it relates to hearing
loss, cultural competence begins with understanding the different contingents included in the RFP
definition. People who identify as Deaf, deaf, or hard of hearing do so because they hold different
perspectives about hearing loss and communication preferences. The term Deaf-blind includes
individuals who are totally deaf and blind, as well as individuals who are hard of hearing and
experience vision loss, and every combination in between. They, too, vary in their perspectives and
communication preferences, and may use spoken English, amplification (or cochlear implants), ASL,
Braille, or large print. Support service providers (SSPs) are vital for many people who experience
hearing loss and vision loss or additional disabilities to maintain their independence and autonomy,
yet the only service provider most people are aware of is ‘interpreter.’

Researchers without in-depth knowledge of the Deaf and Hard of Hearing Communities likely
do not even realize the misinformation they function under. This leads to people who are hard of
hearing being offered interpreters as an accommodation, culturally Deaf individuals being thought of
as less intelligent because they do not use their voices or because their English is imperfect, and
guestions about barriers created due to one’s hearing impairment, a term that riles many in the Deaf
and Hard of Hearing Communities. To complicate matters more, many people with hearing loss do
not claim an associated identity. They do not see themselves as having a disability (i.e., hearing
loss), but rather think of themselves as simply not hearing very well. This makes them a difficult
group to reach out to.




Areas of Focus

Demographics: The RFP defined demographics as (a) age, (b) county of residence, (c)
race, (d) gender, (e) education level completed, (f) socioeconomic status, g) preferred identification
within the Deaf and Hard of Hearing Communities, and h) primary or preferred means of
communication. They required that data on demographics represent a valid sample size of the entire
Deaf and Hard of Hearing Communities as listed in the Deaf Community definition. It was required
that demographic results be categorized by the description listed in the Demographics definition.
The on-line survey was used to collect these data.

Communication Access to Public Services: DHS also required information on the
current availability and access to communication in public services, using the following: (1) Qualified
or certified interpreters; (2) Computer Assisted Real Time systems; and (3) Assistive Communication
Devices. Note: A number of emergency responders were listed in this section of the RFP. In this
report they are covered in the section on access to public services. Information here was collected
by the on-line survey of the Deaf and Hard of Hearing Communities, key informant interviews of the
service providers, and focus groups of community members using these services.

Barriers and Strategies: The purpose of this project was to identify for DHS and the
Legislature the barriers that make it difficult for the Deaf and Hard of Hearing Communities to
successfully engage in social, educational, and health services and to make recommendations for
closing any gaps. The nine domains specified were: (a) graduating from high school or obtaining a
General Education Diploma (GED); (b) entering and completing college, or other higher education or
vocational training; (c) earning a livable competitive wage; (d) obtaining health and mental health
services; (e) keeping safe from abuse; (f) acquiring transportation services; (g) obtaining
appropriate, affordable and accessible housing; and (h) accessing government services. In addition,
information on accessing a variety of emergency responders services is included in this section.
Information here was collected by the on-line survey of the Deaf and Hard of Hearing Communities,
key informant interviews of the service providers, and focus groups of community members.

Communication Access: DHS also sought to ensure that the contract recipient used the
applicable communication access services when conducting any activities to accommodate the
different modes of communication used by members of the Deaf and Hard of Hearing Communities,
including: (a) English (spoken) and English (written); (b) tactile or close vision signing; (c) signed
English; (d) American Sign Language (ASL); (e) Pidgin Signed English (PSE); (f) non-standard or
home sign language; (g) Spanish (spoken) and Spanish (written); and (h) other spoken and signed
languages.

Methods

Overview

Once funding was awarded, the research team had eight months to complete the project
from start to finish. Three survey protocols first had to be developed along with informed consent
forms in order to complete the University’s Institutional Review Board (IRB) Protection of Human




Subjects Protocol. The academic year ends in mid-June, and the IRB does not generally meet over
the summer. This step had to be completed before the project would be able to move forward.

The three surveys were developed (i.e., the on-line survey for members of the Deaf and Hard
of Hearing Communities), and the interview protocols for the focus groups and the key informant
interviews). The development of the survey for the Deaf and Hard of Hearing Communities was a
lengthy process for this project due to the need for a version in American Sign Language (ASL) and
Spanish as well as written English. To reach community members across the state, the community
survey was to be conducted on-line. The protocols for the focus groups and the key informant
interviews were less involved because they were communicated one-on-one and live.

Simultaneously, CAB members and participants had to be recruited. This meant holding town
hall meetings, attending events, and developing public relations materials for advertising. It was
important to have the CAB established early to get their assistance in recruiting participants and
providing recommendations for key informants. Focus group participants were recruited through an
additional questionnaire after completing the on-line community survey. It was programmed so that
the information it collected was completely separate from the survey responses.

Human Subjects Protections: During June 2016, Western Oregon University's
Institutional Review Board (IRB) reviewed and approved the study protocol prior to data collection.
The function of the IRB is to ensure that Dr. Thew Hackett (principal investigator) and all other
members of the research team protect the privacy of participants. This includes destroying
videotapes after they have been transcribed and redacting identifying information from transcripts.

The principal investigator of this proposal, Dr. Denise Thew Hackett, ensured that key
informants understand their rights as research participants. In order to protect the privacy of those
participating in the Community Needs Assessment (CNA), facilitators of the focus groups or key
informant interviews and anyone involved with coding and analysis of data were required to
complete the Human Subject Certificate program through the Collaborative Institutional Training
Incentives (CITI) Program prior to any review or data analysis. Both the principal investigator and the
co-investigators have completed this training.

Providing Communication Access: On-line surveys were developed in several
modalities, including American Sign Language, written English, and written Spanish. In some cases,
group administrations were used to allow community members without computers and those who
are not familiar with computers an opportunity to complete the survey. This also allowed anyone who
needed one-on-one support (e.g., with a Deaf interpreter or other service provider) an opportunity to
participate.

Key informant and focus group participants were identified in advance to allow for setting up
the appropriate accommodations. By nature, the communication modes within focus groups were
somewhat homogenous; but requests for other accommodations were honored. All accommodation
costs were built into the budget proposal.

Accommodations served the dual purpose of providing access and transcripts for data
review. Interviews were audio-recorded, videotaped, and/or transcribed live. CART was provided for
all hard of hearing focus groups. Transcripts from the CART output provided data for the study.




Videos of ASL focus groups and interviews, and tape recordings of spoken interviews were all
transcribed. Transcription of the ASL videos required the services of transcribers who knew ASL.

Ensuring Participation from All Groups: The research team’s process relied on
established networks and CAB members to identify and connect with individuals who were members
of the different target populations of this study. Specifically, the recruitment strategy focused on
reaching individuals from the diverse Deaf and Hard of Hearing Communities (including parents),
providers and agencies providing services to members of the Deaf and Hard of Hearing
Communities, first responders, and communication access providers.

Key Data Collection/Data Checking Components

Community Advisory Board (CAB): CAB members were recruited from each population
described in section 2.2.2.5 of the RFP, and include representatives who are cochlear implant users,
veterans, parents of deaf and hard of hearing children, deaf and hard of hearing transition students,
and senior citizens. Leaders were recruited from consumer and advocacy organizations with
members of the Deaf and Hard of Hearing Communities, as well as communication service
providers (CART, interpreters, ACDs, ALDs), first responders (e.g. police, fire, emergency medical
technicians), and personnel from government agencies and other places of public access. Interested
CAB members who completed the CITI training also assisted in some aspects of data analysis.

Online Survey Development: The 135-item survey was developed based on the nine
domains specified by the RFP. Survey items, response options, and skip patterns were all
programmed into an online survey platform. On-line responses were captured using Qualtrics. Next,
the ASL models taped two versions of the items, one that is simply an interpretation of the English,
and another that provides additional explanation to incorporate many of the linguistic contexts that
are critical to understanding for many ASL users. The video clips were then edited to be included in
the questionnaire. After this point, it would not have been feasible to make any changes to the
written survey as changing the signed version would have required extensive time and effort, and
additional IRB approval. Finally, the survey was translated into Spanish text. Thus, users had the
option of viewing the questions in English, Spanish, American Sign Language (ASL), and ASL with
additional explanation. These processes were conducted in June and July. Several CAB members
reviewed the survey and provided feedback. A final revision of the survey was submitted to the IRB
for approval before the survey was launched August 1, 2016. It was available until September 15.

Focus Groups: Once someone completed the on-line survey, they were provided an
opportunity to volunteer to participate in a focus group. As the person finished the survey, a screen
appeared asking if the respondent would like to participate in a focus group. If the person responded
yes, then a separate screen (with data kept separate from the survey) asked for their contact
information, along with some demographic information to identify which demographic group they
would participate in. Dr. Thew Hackett then sorted the responses by city and category, set up dates
in the area, and let people know the focus group logistics. She then waited to hear who was
available on the dates to attend. A number of possible participants were lost because they were on
vacation on the scheduled days in their areas.

A discussion guide, checklist of topics, and expected order was used to direct the discussion.
This discussion guide was developed by Dr. Thew Hackett and reviewed by the CAB. The




moderator guided conversation gently through each topic until the discussion appeared to become
repetitive. It allowed participants to raise important issues and nuances that researchers often do not
foresee. In a focus group, relatively homogeneous groups of participants have the opportunity to
stimulate, support, and build on each other’s ideas on the topic. Participants discuss the topic in their
own framework and terms. As they become more sensitized to the topic and to each other,
participants fuel each other to take the discussion beyond the rhetorical or habitual.

Key Informant Interviews: Simultaneous to the focus groups, key informant interviews
were conducted by phone with service providers. These service providers included access
providers, state agencies, and first responders. All interviews were recorded and transcribed. A Deaf
team member conducted many of the key informant interviews over the phone with an interpreter.
The interpreter and the speaker were audiotaped for transcription for later review.

Most focus groups included CART service for hard of hearing individuals, and transcripts
from these were used for data analysis. Focus groups for American Sign Language (ASL) users
were videotaped and transcribed by a company employing individuals who use ASL.

Recruitment: The Oregon Association of the Deaf held several town hall meetings in
Eugene, Medford, and Bend in late spring and early summer, and invited Dr. Thew Hackett to
participate to explain the project. At least 15 individuals attended each of these town hall meetings.
During one meeting in Bend, an individual who is an Accessibility Manager attended and provided
valuable contact information for key informants in the Bend and Central Oregon region. Drs. Thew
Hackett and Davis presented at the Salem Chapter of the Hearing Loss Association-Oregon meeting
held at Capital Manor Retirement Center June 29. Approximately 60 people were in attendance.
Plans were made with Capital Manor to hold a Community Survey Event there to assist individuals
to complete the survey. Capital Manor has approximately 450 residents with some degree of hearing
loss.

As the development of the on-line survey neared completion, activities around ensuring we
recruited respondents from all of the demographics ramped up. Individuals, organizations, and news
outlets were solicited at both the Information Meeting for the CNA and from the CAB members. Drs.
Thew Hackett and Davis reviewed the list for additions. A Graduate Assistant looked up contact
information for any that were missing this information. A press release was developed by WOU
Public Relations to ensure the information was available to statewide news outlets. At the same
time, a website posting updates of the process and announcements was created. The press release
and the email announcement included information on how to participate in the survey and the need
for focus group and key informant interview participation. We received two requests for radio
interviews (one from Lebanon, and one from Coos Bay), which were completed, and are aware of
the story being published in several papers. The Oregon Association of the Deaf, the Hearing Loss
Association of Oregon, and the Oregon Deaf-Blind Services Task Force assisted the project in
sharing announcements through their listservs. Information was also shared through the listservs for
the Oregon Association on Higher Education and Disability, public school regional programs, the
Oregon Public Utilities Commission Telecommunications for the Deaf Access Program (TDAP)
mailing list (which includes over 5000 emails statewide) and numerous others. These organizations
also published articles in their newsletters. The announcements were shared extensively through
social media. Finally, as word spread, we reached out to school programs to ensure that we




included parents of children with hearing loss. The Early Hearing Detection and Intervention (EHDI)
program was instrumental in assisting us in recruiting for these groups.

Results

Community Advisory Board

An informational meeting was held in Salem on May 6, 2016. Because of time constraints
and the need to have the meeting as quickly as possible, notice was disseminated by email and
social media through organizations, including but not limited to the Hearing Loss Association-
Oregon, Oregon Association of the Deaf, PUC Telecommunications Device Access Program
recipients, Oregon Deaf-Blind Services Task Force, Oregon Association on Higher Education and
Disability, Oregon School for the Deaf, and Tucker-Maxon Oral School. Even with the short notice,
the meeting was attended by 40 individuals representing the diversity of the Deaf, hard of hearing,
and hearing loss communities in Oregon. This meeting provided an overview of the process that
brought the CNA to fruition, a description of the planned research project, and information about the
CAB and the application process. American Sign Language (ASL) interpreters, certified Deaf
interpreters (CDI), computer assisted real-time translation (CART), and assistive listening equipment
were provided. The individuals attending represented parents of Deaf and hard of hearing children;
teachers of the Deaf; Deaf and hard of hearing individuals, including cochlear implant users;
individuals who are DeafBlind and deaf-blind; individuals who are deaf and have additional
disabilities; senior citizens; and veterans with hearing loss. Attendees came from the Oregon Coast,
Bend, Eugene, and Medford, along with the Portland and Salem areas. Information was collected
from these individuals regarding their interest in applying to the CAB, and organizations/institutions
to include in our outreach efforts.

An application form along with informational materials about the responsibilities of CAB
members was developed by Dr. Thew Hackett. Information was disseminated to attendees of the
informational meeting, along with the other listservs and social media outlets described above.
Twenty applications were received and reviewed for representativeness of the diversity of the
community, geographic area, ability to commit to the process, and ability to contribute to the
process. Fifteen initial members were selected, although we continued to accept applications. The
members included five individuals from the Portland area, five individuals from the Salem area, one
from Eugene, two from Medford, and two from Bend. Each member potentially represented multiple
target groups, including eight Deaf, six hard of hearing, five cochlear implant users, one veteran, five
senior citizens, one DeafBlind, one deaf-blind, one Deaf plus, one late-deafened, one youth, and two
parents.

American Sign Language (ASL) interpreters, certified Deaf interpreters (CDI), computer
assisted realtime translation (CART), and assistive listening equipment were provided for each CAB
meeting. CAB meeting locations rotated to ensure participation from the most distant members.

CAB meetings were held in June, August, and November. CAB members assisted in
identifying locales or demographics where numbers were weaker, and provided suggestions for
spreading the word. At the November CAB meeting, members reviewed a data set of all items by
identity. The process involved review of output, brainstorming of research questions, evaluation of




limitations, and identifying areas of interest or concern. Because of the confidentiality of the data,
participants were not allowed to take the printouts with them after the meeting.

Focus Groups

The project held a total of 12 focus groups with hard of hearing participants, with a total of 16
participants (1-2 per group); and 15 focus groups with 35 Deaf participants (1-5 per group). Six
additional hard of hearing focus groups were held where the scheduled participants did not show up.
Focus groups were held in Salem, Eugene, Roseburg, Klamath Falls, Medford, Bend, and Portland.
Three of the one-on-one interviews were conducted over the telephone due to geographic distance
(Northern Coast and outside of Central Oregon).

The short timelines of this project required that data be collected over the summer with the
fall to analyze it and write up the results. Summer is a challenging time to recruit people to
participate in something like a focus group. The Deaf community is well organized around this, and
indeed sees it as an opportunity to interact with others who are similarly Deaf. Hard of hearing
individuals are not typically eager to discuss their hearing losses. This can be seen in the number of
people attending the focus groups.

Multiple attempts were made to host focus groups in Eastern Oregon and Coastal Regions,
for both face-to face and tele-meeting (e.g. phone, Skype, videophone) with only two participants
willing to participate.

We also found that we needed to alter the way we collected data from parents of children
with hearing loss. The Early Hearing Detection and Intervention (EHDI) organization contacted us
with feedback saying that they were hearing the survey questions were for the most part not a good
fit for children’s experiences. Indeed, most items addressed services that would most likely be
accessed by adults. As a result, we scheduled five focus groups for the purpose of collecting data
from parents and their children.

Key Informant Interviews

A total of 19 key informant interviews were completed, including emergency personnel, legal
services for the state of Oregon, disability services providers in higher education, personnel in elder
care, and vocational rehabilitation services providers. Key informant interviews were done utilizing
the semi-structured interview guides with a focus on systemic issues as a provider or service.

On-line Survey

A total of 1,140 survey responses were collected. During database preparation, 168
responses were deleted as they did not qualify for the survey. An additional 89 responses were
deleted as the respondents answered only a few preliminary questions. The final database contains
883 responses. Most respondents took the English version (n=773), another 110 took the on-line
ASL version, and an additional 2 took the Spanish version.

Survey support labs were held in multiple locations to assist people who do not have access
to computers or who may have disabilities that would impact their ability to respond to the survey.




These labs were held in Salem, Eugene, Roseburg, Klamath Falls, Medford, Bend, and Portland,
alongside focus group meetings. There were two to twenty participants in each lab.

There were a few unexpected events during the data collection. First, Google abruptly took
the ASL videos down and would not reinstate them. They provided no explanation. One of our
editors worked tirelessly to get the videos reformatted and transferred to another system, and the
survey was up and running again after a day and a half.

In the process of working with people in completing the surveys during the survey support
labs, project staff discovered an interesting interpretation of one of the questions meant to screen
out people who were not eligible. The item was: “Do you have a hearing loss?” Senior citizens,
sometimes with mild losses, sometimes more severe, often interpreted the question as “Have you
lost your hearing?” They reasoned that they still had some hearing, so they would answer “no.” This
would immediately exit them from the survey. Although it is impossible to know exactly how many
people outside of the labs may have exited the survey because of this interpretation of the question,
99 respondents were exited because they responded ‘no’ to this item. This quirk of interpretation is a
perfect example of the challenges of conducting research on a population that often does not
embrace a label.

Demographics

Residency

In addition to experiencing hearing loss, in order to participate in the survey, respondents
also had to live, work, or use services in Oregon. Nearly all respondents (98.0%; N=865) live in
Oregon; 60.2% (N=532) also seek services in Oregon. Seven out of 10 respondents from outside of
Oregon (N=18) live in Washington State; one participant was from Idaho, and four live in California.

Not unexpectedly, Marion county and Multnomah county provided larger portions of
respondents than other counties (15.5%; N=134 and 19.5%; N=169, respectively).

Table 1: County Density and Response Rate for each County

Oregon County Residency .

(Base: Lives in Oregon) (N=865) Density Percent Count
Multnomah >650 19.40% 168
Marion 121-650 15.50% 134
Washington 121-650 8.90% 77
Polk 81-120 8.50% 74
Clackamas 121-650 7.60% 66
Lane 41-80 7.40% 64
Jackson 41-80 6.50% 56
Deschutes <40 6.50% 56
Benton 81-120 4.00% 35
Linn 41-80 2.40% 21
Douglas <40 2.20% 19
Josephine 41-80 1.80% 16




Yamihill 81-120 1.60% 14
Klamath <40 1.00% 9
Columbia 41-80 0.90% 8
Lincoln 41-80 0.70% 6
Coos <40 0.70% 6
Tillamook <40 0.70% 6
Crook <40 0.60% 5
Wasco <40 0.50% 4
Clatsop 41-80 0.30% 3
Hood River <40 0.30% 3
Lake <40 0.30% 3
Umatilla <40 0.30% 3
Baker <40 0.20% 2
Grant <40 0.20% 2
Jefferson <40 0.20% 2
Malheur <40 0.10% 1
Union <40 0.10% 1
Wallowa <40 0.10% 1

The population density (number of people per square mile) for each county is listed in the
above table. Figure 1 indicates the number of residents in each population zone. Nearly one in three
respondents (31.4%; N =277) live in counties with a population density of 121-650 residents. It is
also notable that almost 50% of the population lives in areas with 120 persons or less per square
mile.

Figure 1: County of Residence by Population Density
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By far, the largest proportion of respondents live in the northwest region (69.3%; N= 612).
The southwest region is represented by 18.2% (N=161) of respondents, mimicking the state’s
population distribution. A correlation of .92 was found between the number of respondents in each
county and the county population. This provides further evidence that the survey sampled the state
well.




Figure 2: Residence by Region
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Race/Ethnicity

Almost 85% of respondents self-identify as White (83.9%; N=736). This is identical to the
ethnic makeup of Oregon (i.e., 83% https://suburbanstats.org/population/how-many-people-live-in-
oregon). Because the counts were low in the individual categories of all other racial and ethnic
identities, they were combined into ‘Other’ (16.1%; N=141). The largest portion of this category is
Hispanic or Latino/a (N=52). The next largest were American Indian or Alaska Native and Black or
African American (N=25 and 22 respectively). The other racial and ethnic identity categories had
fewer than 20 respondents each.

While the majority (72.0%; N=636) say neither themselves nor their parents were born
outside the U.S., a sizable portion (13.7%; N=120) of respondents were. Likewise, 19.4% (N=168)
have at least one parent born outside the U.S., while 6.7% (N=59) say both themselves and their
parents were born on foreign soil.

Table 2: Citizenry of Parents and Children

Yes

Both parents
One parent

Neither

Born Outside the U.S. (N=877)

One or Both Parents Born Outside of the U.S (N=867)

Respondent/Parents Born Outside the U.S. (N=883)

Parent(s) only

Respondent only

Both respondent and parent(s)
Information incomplete

Percent

13.7%

10.7%
8.7%

72.0%
12.3%
6.9%
6.7%
2.0

Count
120

93
75

636
109



https://suburbanstats.org/population/how-many-people-live-in-oregon
https://suburbanstats.org/population/how-many-people-live-in-oregon

Gender

Less than half of respondents (40.1%; N=318) are men; a few (0.8%; N=6) identify as
transgender, and 1.1% (N=9) prefer not to provide gender information.

Table 3: Gender

Gender (N=793) Percent Count
Female 57.8% 458
Male 40.1% 318
Prefer not to answer 1.1% 9
Transgender 0.8% 6
Other 0.3% 2

Age

Almost 34% of respondents (N=298) are age 65 and above. Respondents under 18 years of
age account for 8.2% (N=71) of the respondents. While this may seem unbalanced compared to
ages of individuals in Oregon, it does follow national trends in hearing loss, with 30% or more over
the age of 65 experiencing enough of a loss that it interferes with their lives. Although not shown
specifically in Table 4, seven children (.8%) were under the age of 5 at the time of the study. Parent
comments were collected in focus groups.

Looking at the age groups in extremely general terms, there were 71 (8.1%) respondents
under 18 (non-working), 87 (9.9%) in their early working years (18-34), 173 (19.6%) in their middle
working years (35-49), 252 (28.7%) in their later working years (50-64), and 298 (33.9%) of
retirement age (65 and older).

Table 4: Age of Respondents at the Time of the Survey

Age (N=879) Percent Count
Under 18 8.1% 71
18-24 4.2% 37
25-29 3.0% 26
30-34 2.7% 24
35-39 7.1% 62
40-44 4.8% 42
45-49 7.6% 67
50-54 8.4% 74
55-59 9.9% 87
60-64 10.4% 91
65-74 16.5% 145
75+ 17.4% 153
Net 65+ 33.9% 298




Age at Hearing Loss

Figure 3 indicates over one in three (35.6%; N=314) were born with hearing loss or deafness;
and another one in five (21.7%; N=192) lost their hearing after birth but before the age of 5. This is
significant because birth to age 5 is considered to be the prime ‘window of opportunity’ for language
development. Over one third of respondents (36.8%; N=314) described their hearing loss as
progressive. As the figure below indicates, over 90% of individuals in this study have or will
experience hearing loss through their prime education and work years.

Figure 3: Age at the Time of Hearing Loss
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Hearing Loss Identity

Respondents were asked how they identified themselves with regard to their hearing loss.
Multiple options were provided; indeed, the RFP listed nine different identifiers. Clearly, the majority
of respondents (78.6%; N=694) identify with one label, but 22% selected more than one label.

Figure 4: Identities Selected by Respondents to Describe their Hearing Loss
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Nearly 37.9% (N=335) identify as hard of hearing. One in four (25.9%; N=229) identify as
hearing impaired, and almost 30% (N=262) identify as culturally Deaf. The long list of options was
included in an effort to capture as many ways people identify as possible, and as requested in the
definitions in the RFP. Clearly, though, labels and identities do not always align as the definitions
would predict. At least three individuals indicated in open-ended responses that they also had
severe vision losses, even though they did not identify themselves as Deaf-Blind or DeafBlind.
Several people identified as both culturally Deaf and hearing impaired. This is unusual because
most people who describe themselves as culturally Deaf shun the label hearing impaired. This
speaks to the diversity of beliefs and attitudes in the community and may also indicate that some
people are not familiar with all of these labels. (See Appendix A for explanations of the labels in
Table 5.)

Table 5: Chosen Identity with Regard to Hearing Loss

Ident!ty with Regard to Hearing Loss Percent Count
(Multiple Response) (N=883)

Hard of hearing 38% 335
Culturally Deaf 30% 262
Hearing Impaired 26% 229
Deaf (not culturally) 14% 119
Oral Deaf 6% 53
Late-deafened 5% 44
| don't label myself as somebody with a hearing loss 3% 27
Deaf Plus 3% 23
DeafBlind 2% 15
Deaf-Blind 1% 12
Other 1% 10

Communication Preference

Spoken English (both speech and lip-reading) is the preferred communication mode for two-
thirds of respondents (67.7%; N=594), followed by American Sign Language (35.3%; N=310). Both
writing (28.4%; N=249) and texting (28.5%; N=250) are used by over one in four respondents. Total
communication or Sim-Com (14.4%; N=126) or PSE (Pidgin Signed English) (12.6%; N=126) round
off the most widely used communication modes. (See Appendix A for explanations of the labels in
Table 6.)




Table 6: Communication Modes used by Respondents

Communication Modes Used
(Multiple Response) (N=878)

Spoken English (speech and lip-reading)
American Sign Language (ASL) only
Texting
Writing
Total communication or Sim-Com

(using both sign and speech at the same time)
PSE - Pidgin Signed English

(Some ASL signs with English sentence structure)
Other spoken language (speech and lip-reading)
Tactile ASL or other tactile sign language
Other
Cued Speech
Braille

Percent

67.70%
35.30%
28.50%
28.40%

14.40%

12.60%
1.70%
1.30%
1.30%
1.10%
0.70%

Count

594
310
250
249

126

111
15
12
11
10

By evaluating response options of those who had requested interpreters and those who
provided information about their communication preferences in other items, participants were
reassigned to one of four groups: People using mainly spoken language, those mainly using sign
language (without speech), those mainly using a combination of sign and speech, and those with
additional communication needs (i.e., individuals with hearing and vision loss, and those with
additional disabilities). Half of respondents (49.3%; N=435) prefer speech as their communication

mode. Over one in five (23.6%; N=208) prefer to sign; another 21.9% (N=193) prefer a combination

of sign and speech.

Figure 5: Communication Preference
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Hearing Aid and Cochlear Implant Use

Among those respondents who indicated they use cochlear implants, three in four (76.3%;
N=106) have one (unilateral) implant only. Respondents with hearing aids were more likely to aid




each ear (70.5%; N=383). While 93% of respondents (N=820) experience hearing loss in both ears,
only half (N=414) aid both ears. Fewer than half with a loss in one ear aid it. Three individuals with
cochlear implants indicated they do not use them, as well as 11 individuals with hearing aids. The
most common reasons for no longer using hearing aids was that they need new ones and could not
afford them.

Figure 6: Use of Hearing Aids and Cochlear Implants by Loss in One or Both Ears
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More respondents who use cochlear implants are extremely or very satisfied with their
devices than hearing aid users (57.4% vs. 38.2%). Another 16.2% (N=22) are dissatisfied to some
degree with their cochlear implants, and 19.7% (N=105) are dissatisfied with their hearing aids.
People who were dissatisfied with their cochlear implants were mainly dissatisfied because they did
not have the speech perception they desired and still had to rely on speech reading. Although no
one listed expense as an issue with cochlear implants, 22 respondents did in the follow-up question
related to hearing aids. (Expense is also brought up in several other places in the survey, and in
focus group sessions.) Eighteen mentioned problems with hearing in background noise, but 62%
(N=186 out of 296) were dissatisfied because of their lack of ability to perceive speech with them.
Many use this as a rationale not to replace them as they are perceived to be not worth the expense.




Figure 7: Comparison of Satisfaction with Hearing Aids and Cochlear Implants
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Figure 8 is a revealing glimpse into the communication challenges faced by individuals with
hearing loss. Limited to those who are using hearing aids or cochlear implants, respondents were
asked about the difficulty of understanding speech and environmental noises in settings with and
without background noise. For one on one in a room with noise or on the telephone, close to nine in
ten have some level of difficulty understanding either speech or environmental sounds.

Respondents experience difficulty understanding speech in many settings. In most situations,
about ninety percent or more experience difficulties understanding. Even in a small group in a quiet
room, understanding speech presents difficulties for seven in ten respondents (70.2%; N=425).

A large group in a room with noise means no understanding of speech at all for 44.2% of the
respondents (N=265), even using hearing aids or cochlear implants. Over one in four cannot
understand speech on the phone (28.0%; N=168) or in public spaces (27.9%; N=167).




Figure 8: Hearing Aid and Cochlear Implant Users’ Ratings of their Speech Perception
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A male senior citizen with progressive hearing loss who identifies as hard of hearing and
relies on spoken language shared his positive experience with an audiologist who had proper
training and shared critical information that he wished many other hearing aid users would benefit
from knowing. “One huge help for me was some information that decreased my expectations. And
that they said was to aim for 80 percent of normal hearing because if they do it louder, the ambient
noise blocks your understanding [of speech and environment sounds]. So you don'’t get 20/20
hearing the way you get 20/20 eyesight with glasses. That has been a huge help. | didn’t expect to
have normal hearing. I'm just very grateful that it's better.”

ASL interpreters are most widely used in hearing environments by over two in five
respondents (44.8%; N=380). Caption is used by three in ten (31.7%; N=269). Seven percent of
respondents use nothing in a hearing environment (7.1%; N=60).

Hearing aids (62.6%; N=550) are the most commonly used devices, with 19% (N=161) using
only a hearing aid or a cochlear implant. While many people are not aware of the various assistive
technologies (see Appendix A for explanations of the labels in Table 7), some people short-change
themselves, as demonstrated by this female hard of hearing participant:

“I have not asked for CART. | figure these are nonprofit organizations with limited budgets. If
I was—I'm not contributing enough for them to be able to afford that. That's my own personal
decision.”




Table 7: Assistive Technology (including Interpreters) in Any Hearing Environment

Use of Any In Hearing Environment Percent Count
(Multiple Response) (N=848)

ASL interpreter 44.8% 380
Caption 31.7% 269
Only hearing aid or cochlear implant 19.0% 161
Assistive listening device (FM system, loop) 16.6% 141
Mobile Apps for smartphones and tablets 15.1% 133
CART 11.8% 100
Certified Deaf interpreter 8.1% 69
| do not use anything 7.1% 60
Support Service Provider (SSP) 3.4% 29
Brailler, CCTV, other vision loss equipment 3.1% 27
Captel/vp 3.1% 27
Ask someone to help (family, friends, etc.) 2.2% 19
Close vision interpreter 1.5% 13
Other (doorbell signals, hearing dog) 1.5% 13
Intervenor 1.2% 10
Haptics 0.8% 7
Protactile 0.7% 6

A hard of hearing female from Central Oregon shared a common reaction related to
technology, “I think for some people — it is sort of frightening to use technology. So again, somebody
to walk them through it, get them comfortable with technology would help.”

Accommodations in Public Settings

The common theme of accommodations arose several times among focus groups. A hard of
hearing female summarized, “CART not only eases the burden of those for people like myself, it
allows us to recruit more people who have hearing loss into the field. In fact we find foreign visitors
or attendees whose mother tongue is not English are actually using the CART system because they
gain a lot out of it too. If it's good for a particular disability population, it's actually good for
everybody, not just that one particular population. So the complaint is it's too expensive or too
difficult. | think people [running businesses] are not aware of the positive impact of making these
particular accommodations. And | think the legislature needs to understand the positive impact that
is far beyond the community in question, it will have an impact.”

A cochlear implant user who uses primarily spoken language discussed his recent event at
the Moda Center, “The customer service staff was not aware that FM systems were available and it
was not until | insisted that | speak to supervisor that it was possible and made available. It made my
whole night but that’s the kind of thing where the event planners are not being educated. They don'’t
educate them or their and volunteers or workforce to know what is truly available. ...Sometimes
when you request FM systems [anywhere] and they don’t work or have missing parts.”




A Southern Oregon male with progressive hearing loss, as well as many other hard of
hearing participants, reported on the value of CapTel (a telephone displaying a text screen).

Financial Barriers Related to Hearing Aids

A young hard of hearing woman who uses both ASL and spoken language in her
employment setting reported wanting to buy an FM system to help block out unwanted environment
noises but was told “money is not available right now.” This same person had to keep her hearing
aids for 12 years because of financial barriers said, “I have to wait for 12 years to buy new hearing
aids. 12 years | have had my old hearing aids because they are expensive. Then | finally got
insurance coverage with hearing aids, but it was covered like 20% - the insurance benefit was $1500
while the cost of hearing aids was $5000, so | had to save about $3500.00.” Because of a financial
barrier related to hearing aid cost she took many necessary steps to protect her new hearing aids
from damage until, “I was running recently, the sweat was going into the hearing aids and broke the
hearing aids. | bought the hearing aids 2 years ago with Kaiser Insurance but now because | don'’t
have that insurance anymore [because of a job change], | can’t go there for repairs. The warranty is
not good anymore.”

A male cochlear implant user who works in medical setting and primarily uses spoken
language reported, “I really do think the people, the population of people who benefit from hearing
aids would have a greater use of hearing aids if there was some sort of mandates for insurance
coverage for hearing aids and it's not happening yet and not happening nationwide. The state of
Oregon is a health leader in the nation and that would really improve the situation for those who
would be willing to use hearing aids, if they didn’t have to pay out-of-pocket for them all of the time.”

Education

Although one in ten (9.8%; N=84) respondents indicated they did not finish high school, 61 of
these individuals are under 18, and another 7 fall into the 18-24 category, and thus may be in the
process of completing; another 12.7% (N=108) did finish their education with a high school diploma.
Forty-two percent (N=319) graduated from an Oregon high school.

Nearly half (48.2%; N=411) achieved a 4-year or higher college degree. Among respondents
who attended college, three-fourths (74.0%; N=490) completed their training/degree.

Table 8: Highest Level of Education

What is your highest level of education? (N=853) Percent Count
Currently in high school 7.0% 61
Did not complete high school 3.0% 23
Completed high school 12.7% 108
Currently in college 6.0% 49
Completed some college but not degree 14.0% 122
AAJ/AS or trade degree 9.3% 79
BA/BS (4 year college) 20.2% 172
MA/MS (Graduate) 22.2% 189
Terminal degree (e.g., Ed.D, Ph.D., JD, MD) 5.9%




Over one-third of respondents attended a regular hearing school without supports for K-6™
grade (37.2%; N=194) and for 71"-12'" grade (37.6%; N=196). Residential schools for the Deaf saw
the largest increase from elementary to high school. While 111 (21.3%) attended a residential school
for the Deaf for their early schooling; the number increases by 14% or 72 students for 71-12" grade
(35.4%; N=183). Of these students, 34 moved from mainstream programs with support, 23 moved
from regular schools without support, 16 from self-contained classrooms, 8 from oral programs, and
2 from ‘Other.” Only 8 students left residential programs, 7 moving to regular hearing programs and
1 moving to a self-contained classroom. This trend is common to the state. Oregon School for the
Deaf reports their elementary program is very small, and they experience a large number of transfer
students in the higher grades.

Figure 9: School Program Attended

School Program Attended
(Base: Hearing Loss before Age 16 and
Information Available for Both Education Levels) (N=512)

80%
70%
60%

50%

40% 37.2% 37.6% 35.4%
0,
30% 25.2% 22.7% 21.3%
20%
10.2%
10% . 4.1% 6.1%
0.2%
0% i
Hearing school (hno  Mainstream with Self-contained Residential School Oral Option Only
support service) support service classroom in hearing for the Deaf (deaf- School (0O00S)
school institute)

m K-6th 7th-12th

Education Barriers Related to Learning Needs Accommodations

A hard of hearing adult with a mild hearing loss who attended University of Oregon recalled
the significant barrier to her education, “Most barriers [I experienced] are related to education
barriers because | used ASL interpreters growing up but many people think that | do not need ASL
interpreters because | can speak well.”

She further recalled her experience on how the Disability Service Center at the University
took away her autonomy in determining her learning needs, “Being able to speak doesn’t mean how
well you can hear. So, some can speak well, but still cannot hear well. For me, in classrooms, if
there were noise in the background, | can’t follow the instructor’s voice or if the instructor talks and a
student made a comment in the background, | would turn around and see who was talking and |




would miss information and then need to catch up. Or if | want to write notes and | am looking down
as | write notes and then | would look up and miss something or when | am writing notes and | would
miss comments from a student in the background. So, an ASL interpreter will help me not miss as
much information. Then they said no you do not need it. You should try closed caption services from
distance [caption via remote].” Then they offered different services such as CART, “it was harder
with CART to follow the conversation in the classroom. An ASL interpreter would be able to point out
the people who is talking back and forth and | can understand who said this and that allows me to
follow the conversation better.”

She continued to fight for two semesters to advocate for her needs, “When they finally
provided interpreter, the interpreter they provided was hard of hearing and | thought that was
strange. It seemed like that the interpreter was missing information as well, so | approached the
interpreter and said, ‘Do you know that you are not interpreting everything that they are saying?’ She
said, ‘'Oh | am hard of hearing and | must have missed.'... That did not make sense to me so | went
back to the disability services. That was before the certification for ASL interpreters, so they did not
have any certified interpreters. They just found somebody who was a parent who could sign and
happened to be hard of hearing to interpret my 300 level English Course!”

A young woman who identifies as both Deaf and Hard of Hearing shared her excitement
related to starting college this fall in Oregon but experienced a familiar battle as many other Deaf
and hard of hearing students related to advocating for their learning needs, “I will start at OSU this
fall, so right now, I'm meeting with the disability services on campus and | requested different
accommodations for me to succeed in class. | asked for interpreters, extended test times, FM
access in the classroom. The woman worked in that department for 20 years with Deaf students.
When | asked for the extended time in class, she said, ‘Why?’ | explained, but she still didn't
understand why | needed that. Yeah, so the college doesn't really understand why | need all these
different accommodations in classes.”

Barriers Related to Education Options and Information

A teacher who uses both ASL and spoken language remarked, “The key is communication in
ASL. This access will improve communication, jobs, and education. The key is communication. They
can communicate and speak, and write, and then in school they can understand. And then that will
lead to future job opportunities. That will improve jobs, and the key is language. Where is the
language? It's missing [in this equation]. Hearing people are pushing it aside, and making it all about
the ear. They say, ‘Speech will help,’ but no, no, they forget that the eyes come first for visual
access. For example, if you give an apple and an orange to a blind person, either deaf-blind or blind,
they’ll feel it and won't be able to tell which fruit is which. You’d have to tell them, or they could smell
the orange or taste it, yes. But with visual access, you immediately know which is the apple and
which is the orange. Why shut out our visual access? It's the same for Deaf and blind people. Visual
access, signing. Deaf-blind people are more experienced in how to communicate using this system,
which is known as ProTactile. That impressed me. The answer is right there. Why stop that access
and remove it?”

The parent of a 6 year old oral child shared her frustration related to lack of options, “I want
to get it there [in records] that Portland Public Schools does not have a truly oral option. They have
total communication option and sign language option, they don't have an oral education option, | find




that to be breaking the law for Deaf and hard of hearing students where they don’t have fully oral
option if that is the communication mode that parent has chosen for that child.”

A parent of 8 year old child asks: “In Portland Public School it is $25,000 per kid which is why
they don’t want to release that money [to pay for other options]. They want to keep it in the school
and they feel that they can use the IEP and spend the money that way. | use that in quotation marks
but 15 minutes of speech a week for an investment of $25,000 for ten months of the school year,
what’s my ROI?”

A parent of 8 year old daughter who goes to Oregon School for the Deaf expressed her
struggle with the system at the school district, “There’s no real happy medium. ...She can't go into
two different programs or go half day to one school [OSD] and another half day at another
[mainstream at hearing school], or different ways of combining them. At that young age, there is no
way the parents are going to know what the best fit is yet for their child.”

“We see a lot of Deaf children being very isolated. So they're in the neighborhood school but
they’re not really integrated into the community because of the language barrier and we're seeing a
lot of mental health problems in the Deaf community because of their isolation,” expressed a parent
of a Deaf child who is also a teacher.

Many more concerns were expressed by parents of Deaf children, “There is a lot of training
for hearing teachers. | don’t know if you know that concept of ‘you have to be Deaf to get it.” Takes
one to know one kind of thing. As a Deaf person, | know what the Deaf experience is like and the
same thing goes for any deaf teachers. So they understand what a Deaf child is experiencing...their
world view and their world experience. It's so nuanced. It's so different from interaction with non-deaf
people. And it's so easy for someone who is not Deaf to miss these very small subtle aspects in
facial expression and body movements that are so meaningful.”

An interesting point made by parents of Deaf children, “You know, we have all these policy
makers, almost all of them are hearing and so they’re making decisions that greatly impact Deaf
people’s lives without understanding their Deaf world and the Deaf experience.”

“The way the system is currently designed forces parents to choose that school or this
school, this whole idea of placement options. And parents have to gamble. Sometimes they just take
a guess, pick a school randomly because they have no idea what’s going to be best for their children
yet. They haven't experienced any of these or certainly not all of them. It's like playing a game. It's
taking a gamble with them. Resources and tools are not provided all in one place for a diversity of
needs. And so a child gets pulled out of one school and thrown into another the next year. Instead of
all these different approaches being allowed to be provided in one place.”

The parent of an adopted 7 year old hard of hearing child with progressive vision loss in
Southern Oregon shared, “My child was originally put in a program for children with severe delays or
disability. | pulled him out after 2 days because he is not autistic and didn't fit in the category as a
Deaf individual. The classroom was full of stimulation [meaning lots of adults and children talking at
the same time] going on and the Deaf child will miss out all the information because the information
is not being communicated to him directly.” He was eventually put into a different school with self-
contained classroom but did not have an audiologist coming in until the parent fought with the
district, “He was receiving speech therapy via a computer which was obviously ineffective. After a lot




of negotiating and pushing and pulling and documenting, | finally got a speech therapist to come in
once a week to work with him at the school. | felt we like we lost six to eight weeks because of this. |
also feel like here in this county | have to fight for everything. As a result, he doesn’t know how to
interact with hearing children because of his delay and isolation is a struggle. He’s not able to do
things that other kids get to do, like go to camp. Because they won't have an interpreter. Even doing
Boys Scouts, you know, not having an interpreter for Boy Scouts [they have asked for one multiple
times]...He watched his older brother [hearing] going to camps and Boys Scout all summer and it
hurts.”

A parent of 7 month old baby expressed her frustration with an early intervention program on
communication, “The early intervention preschool right now, the only preschool | could get a hold of
that had any sign support and with a hearing specialist, doesn'’t get it.”

Another parent with a Deaf child who uses both ASL and spoken language who is involved
with the Hand and Voice expressed frustration with a recent incident in Central Oregon, “l hear and
see a lot of really, really confused parents. And depending where you are in the state, I'm so sad to
hear, early intervention tells parents there [in central Oregon] they need to sit on their hands and not
sign to their babies because their babies will never speak if they do that. And that’s coming from
early intervention and it’s still happening. So part of the issue there is there are no certified Deaf and
hard of hearing specialists in the early intervention program in many of the rural parts of the state.
Huge barriers. So what we’re talking about is these children growing up many times very frustrated.”

The parent of an adult hard of hearing child who uses both ASL and spoken language
shared, “There’s this window in there, there’s this problem where kids aren't getting language. And
I’'m not talking about sounds. Because what I'm seeing is they’re not getting language. And when
they finally get [the hearing aids] on, they're being told to not sign. And so there’s just this big gap
and for me that's a huge barrier as children go forward and | would just like to see, you know, the
system to be able to support whatever it is that parents are dreaming of and wanting for their
children. I'd like to see babies with lots of language.” Another parent of a 5 year old hard of hearing
child continued, “That sounds so crazy to me that they’re not encouraging signing because even for
kids without hearing loss now it's like baby signing, baby signing. They can communicate what they
want to you instead of crying. It seems very odd that anyone would advocate the opposite.”

The following flowchart and description was developed based on data from several Focus
Group interviews with Parents of Deaf, deaf, and hard of hearing children. Comments from parents
and teachers are interwoven in the description and italicized.




Figure 10: Flow Chart of Services Involved in Child’s Education Path

from Birth to Graduation

A Deaf or Hard of Hearing Child’s Educational Journey

Detected
Newborn detected
with hearing loss
: v
<
€ Ear, Nose &
[S) Audiologist >
£ Refer P oo Throat Doctor
S Hearing evaluation |[—W Explore medical
o options available
=
—
)
Audiologist
Explore options on
assistive listening
and communication
A
County Service
- Coordinator
[ Open new case
g
)
° Y .
:é gfgég:ﬁ: Parent Mentor
B Explore available GuldeSilg}eYour
g program
w i
IFSP InH Servi
Explore available —pw{ ' F10Me Se€rvice
program
Y
- IEP Preschool C%aozlclhaea tchl:er
f.‘,‘ Explore available [ Explore nearest P eacher togwork
@
2 program preschool school with new student
wi
& i
“© ASL/English
Education
Explore nearest
classroom
IEP K-12 School Coach Teacher
5 Explore available ™| Explore nearest Col::chmg t]]ek
= program K-12 school tgac er to wor
g with new student
E v
©
o
> ASL/English
= l' Education
% I Explore nearest
i3 _— IF;E ot La Oregon School classroom
urther the ne
4 0 on Deaf education for the Deaf

In Oregon, when a baby is born, a hearing screening takes place to determine if the newborn
experiences any range of hearing loss. Once it is determined the baby potentially has a hearing loss,
the newborn is referred to an audiologist for further testing. After an audiologist confirms the hearing
loss, the audiologist will discuss assistive listening devices and communication options available to




the newborn baby. Typically, families may choose to explore options that involve surgery, for
example, cochlear implants, although this would not occur until the baby is older.

After the personal devices (e.g., hearing aids and cochlear implants) and communication
options are considered for the baby, the family will be referred to the County Service Coordinator to
open a new case. They will work with the family to explore the appropriateness of the nearest
regional school program.

Many parents expressed frustration with limited information on communication options from
ENTs and other professionals; as one parent of a 7 year old deaf boy who relies on an oral
approach stated, “When you go to the doctor and the doctor tells you your child is deaf, you don't
hear anything about the next step, which is to choose a communication method. And the idea that
there is an entire method that is oral wasn't actually presented...| was presented with cued speech,
which is dead. | mean nobody uses cued speech and there is nobody to even teach you that and |
spent months and months researching cued speech on my own until | found other options.”

At age 6 months to 3 years, the family with a toddler living with hearing loss will work with a
representative from the Regional School Program to determine the nearest possible program
available to this family. If the parents wish to have a Parent Mentor to work with them, the County
Service Coordinator will make another referral to a Parent Mentor through the program Guide By
Your Side via Hands and Voices of Oregon. The parents will attend the Individual Family Service
Plan (IFSP) meeting through the Regional Program. The IFSP is a plan for special service for young
children with disabilities from birth to age three. After the age of three, an Individualized Education
Program (IEP) is put into place. The IFSP plan is often carried out at the Deaf or hard of hearing
child’s home.

An annual meeting for IFSP is hosted with the Regional School Program and the parents to
discuss the education path. This IFSP evolves into an IEP once the child turns three until graduation
or it is no longer needed. Parents expressed frustrations for not being provided the entire range of
options related to education for the Deaf and hard of hearing individuals. For example, in the Metro
Portland area during the child’s time at age of three to five years old, the Regional School Program
allegedly withheld the information that there is a classroom for Deaf or hard of hearing students.
Many parents reported not being aware of a Deaf classroom or other options for their child.

The parent of a 1 year old son who uses both ASL and spoken language observed: “There
seems to be a rift down the middle; one is oral and one is ASL, and they are very much against one
another but | want him to be able to speak and so he can hear and speak to other people, but | want
him to be with his Deaf root